The National Dementia Strategy in England stressed the importance of earlier diagnosis of dementia. In-depth knowledge of the experiences of patients using such services remains an evidence gap.
INTRODUCTION
Anxieties about loss of cognition are commonly expressed by older people, 1,2 and it is hard for the British public to ignore the risks of cognitive impairment in later life, 3 in light of a major television advertising campaign aiming to raise awareness of dementia. 4 Worldwide, populations are ageing, 3 and life expectancy continues to increase at the rate of approximately 2 years per decade. 5 Consequently, the prevalence of cognitive impairment and probable dementia will also rise, 6, 7 and such patients and their family members will be increasingly encountered in general practice.
There is international consensus favouring earlier diagnosis of dementia, 8 although concern exists that both the benefits and risks need to be better appreciated. 9 From Canada, as elsewhere, primary care physicians report that it is not always easy to provide supportive care because of time constraints, emotional burden, and jurisdictional issues. 10 While some individuals may find being diagnosed with dementia distressing, reported advantages include developing a better understanding of the situation, an end to uncertainty, the ability to plan, access to practical and emotional support, and the chance to develop positive coping strategies. 11, 12 In England, the government expressed its commitment to early diagnosis in the National Dementia Strategy, 13 repeated this in its refreshment of the strategy, 14 and resourced this with a further £10 million to fund near-national coverage by memory services. 15 The National Dementia Strategy highlighted the need to provide information and advice to individuals with dementia prior to, during, and after the diagnostic process. 13 It is here, at these processes of transition, that the individual concerned may be acquiring the identity of an 'individual with dementia', both in their own minds and in the views of others. Hazards in the diagnostic process include stigmatisation and loss of autonomy and control. 16, 17 Those who commission assessment services are recommended to ensure these can 'Advise on the immediate treatment, care and support that is needed for individuals with dementia and their carers, signposting individuals to the appropriate services and resources'. 15 A dearth of research about the experiences of individuals with dementia emerged in the National Institute for Health and Clinical Excellence/Social
Aim
To increase understanding of the experiences of people developing dementia and of their carers, to inform practice and decision making.
Design and setting
A retrospective and prospective qualitative interview study of participants recruited from four memory clinics in London, the north-west and the north-east of England.
Method
Purposive sampling was used to recruit 27 individuals with memory problems and 26 supporters and carers. Interviews explored referral pathways, assessment processes, disclosure of the diagnosis, experiences of being prescribed medication to help with symptoms, and issues of risk and decision making.
Results
Few participants experienced the process of memory assessment as patient centred. Where assessment processes were lengthy and drawn out, participants experienced considerable uncertainty. Many experienced tests and assessments as distressing, sometimes in settings that were perceived as alarming or potentially stigmatising by association. Information provision and communication were variable and practitioners were not always thought to help people to make sense of their experiences.
Conclusion
The transition from the early stages of cognitive impairment is not straightforward. There is potentially much uncertainty and waiting. Primary care practitioners may be better able to provide tailored support to individuals and their carers during this time if they are aware of what patients are anticipating and are informed about the diagnostic 'journey' by the insights of those who have experienced it.
Care Institute for Excellence (NICE/ SCIE) dementia guidelines. 18 However, individuals' experiences have not been entirely overlooked. Research has identified concerns about the personal threat of dementia in later life, 2 and of 'anticipatory dementia' among those attending for memory appraisal. 19, 20 More recent research describes the views, experiences, and coping strategies of individuals with dementia following diagnosis. A range of reactions is reported, from positive responses through to depression, grief, and active denial. [21] [22] [23] Studies of individuals undergoing assessment (and of their carers) have revealed equivocal views about the adequacy of information supplied, 24 and concerns about clinicians' ability to identify information needs and respond effectively; 25 observations that have similarly arisen in the Netherlands. 26, 27 A literature review undertaken as part of the current study, which focused on the process of disclosure of dementia diagnosis, revealed wide variability in reported practice, with theoretical 'guidelines' that did not reflect practice. 28 Disclosure was rated by primary care physicians as causing difficulties in the management of individuals with dementia, who were less likely to use the correct terminology with patients and family members than psychiatrists. 11 In addition, family members were more likely to be told the diagnosis in less euphemistic terms, than individuals with dementia. 11 The aim of this study was to understand the experiences of the person who is becoming 'a person with dementia', from their perspective and that of their supporters or carers. The specific objectives were to understand the process, experiences of accessing services, assessments, treatment decisions, and encounters with health professionals before and after diagnosis, especially since the greater availability of cholinesterase inhibitors gave fresh impetus to diagnosis. The aim was to develop a model of care useful to those commissioning assessment services for individuals potentially undergoing a crucial transition.
METHOD
Interviews were undertaken with both individuals with dementia and those they nominated as carers. This qualitative study had both retrospective and prospective elements. Retrospectively, participants for whom a dementia diagnosis had already been disclosed (within the previous 3 months) were recruited and they and/ or their carer were interviewed about their experiences of the diagnostic process. The researchers also prospectively recruited memory clinic attendees referred by their GPs who had not yet received a diagnosis of dementia, and interviewed them and/or their carer about their experiences before and after the diagnostic assessment, if the diagnosis had been reached within the study timeline.
Participants were recruited from four memory clinics situated in London (n = 1), north-west England (n = 1), and northeast England (n = 2). Memory clinics were the recruitment source because they encounter individuals at a relatively early point in the transition to dementia. 29 The three study areas were selected on the basis that together they served populations that were diverse in terms of socioeconomic status and ethnicity. Purposive sampling 30, 31 guided the selection and recruitment of participants, with data intentionally collected from groups that were under-represented. Active and regular engagement with the staff at memory clinics facilitated recruitment, as these were the initial gatekeepers in identifying potential participants and introducing the study to them. Regular team meetings helped identify under-represented groups, and initial sampling was expanded to recruit greater numbers of females, greater numbers of individuals living in urban and rural situations (as opposed to suburban), and wider variation in socioeconomic status. At one stage, it was decided to concentrate on recruiting individuals with dementia who had been diagnosed relatively early, because a growing proportion of the sample had received a diagnosis of mild cognitive impairment (MCI).
How this fits in
The article provides insight into the way people with memory problems experience memory assessment and diagnosis. It highlights that, in the main, people with memory problems do not feel assisted to make sense of their experiences during assessment and diagnosis. More specifically, clinicians and commissioners should be aware that delays in the diagnostic process may prolong uncertainty and distress, with the risk that misunderstandings may be confounded or arise if individuals are not given clear information about specific treatment options. The environment of assessment and appointments also impacts on individuals, with home appointments generally being more positively experienced.
The interview topic guide drew on the literature to explore assessment processes, diagnosis disclosure, 32 experiences of medications, 33, 34 and 'contested territories', such as risk and decision making. 35 Box 1 provides brief details of the areas included in the topic guide. Terms such as 'memory problems' were used initially when talking to participants, unless or until participants themselves brought up terms such as 'dementia', 'Alzheimer's', or 'cognitive impairment'. During interviews with individuals with a diagnosis, the interviewers started with the phrase 'the diagnosis of the cause of your memory problems', to give an opportunity to participants to frame the context of the conversation.
In keeping with the Mental Capacity Act 2005, only individuals with dementia who were able to consent to participate were included as direct participants. Even so, the breakdown of language and memory in dementia may result in some individuals with dementia being able to provide only a partial view of the illness narrative as the syndrome evolves, 36 or not being confident in discussion. In a number of cases, the person with dementia and their carer chose to be interviewed together. Where it was not possible to interview both members of the dyad (person with dementia plus carer), interviews were conducted with the person willing to be interviewed. This was to encourage participation of individuals with dementia without a carer, as well as to hear the views of carers whose relative with dementia might be reluctant to participate. During joint interviews, the researchers encouraged both participants to share their views on topics discussed, and to moderate any dominant voice.
All interviews were conducted in the participants' own homes, unless another location was specifically requested.
Interviews were based on the topic guide (Box 1) and were informal in style, enabling specific issues to be explored as and when they arose. All participants were asked to consent to participate, and their capacity to make the specific decision to consent was assessed using a short pro forma, which followed the assessment principles outlined in the Mental Capacity Act 2005. Interviews were digitally recorded, transcribed, and anonymised. At the end of each interview, the researcher summarised the salient points, which were sent to each participant. Follow-up telephone calls corroborated or refined the issues discussed. Researchers kept reflective diaries to record details of each interview, including body language, tone of voice, interview setting, and thoughts about emergent themes and concepts. Both interview summaries and reflective diaries were considered as part of data analysis. Recruitment ceased when new themes ceased to emerge from the data.
Data were subjected to constant comparative analysis, 31, 37 incorporating three iterative steps: (1) transcripts were shared between the team and early impressions noted; (2) transcripts were coded to elicit and incorporate individual perspectives (this involved assigning a label or name to capture sections of the text), manifest codes as well as latent codes were used to develop a thematic table (Table 1) ; (3) using the thematic table, transcripts were coded. The research team met monthly throughout the data-collection period to discuss the interview process, to share perspectives across the sites, and to discuss emerging ideas and concepts. These meetings helped to refine the thematic table; discussions were recorded, and formed part of the process of data analysis.
Each researcher independently coded a selection of transcripts and discussed the themes emerging. Any discrepancies were resolved by discussion and consensus. NVivo (Version 8) was used to manage data analysis and simplify data retrieval. Only data relating to service pathway (theme 7, Table 1 ) are the focus of this article. A fuller description of the research methods used is provided in the study report.
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RESULTS
Study sample
In total 53 participants were included in the final study: 27 individuals with memory problems and 26 carers; 20 were matched pairs. Participant characteristics are shown in Table 2 . Over half the carers were spouses (n = 15); the rest were mostly adult children (n = 3) or part of the extended family of their relative with memory problems (n = 2). Eight individuals with memory problems had no immediate carer and lived alone.
The type of diagnosis individuals had received ranged from Alzheimer's disease, vascular dementia and, in some cases, MCI (according to the Petersen criteria The researchers did not seek specific dementia diagnoses from participantsafter establishing that they had received a diagnosis -as the study focus was on participants' experiences of the process of assessment and diagnosis and what they remembered from it. Of the 27 individuals with memory problems interviewed, eight interviews were conducted with individuals who already had a dementia diagnosis at the time of the first interview. Thirteen subsequently received a diagnosis by the time of the second interview. The rest were still waiting to receive a diagnosis. Those who had received a diagnosis of mild cognitive impairment were expecting to be followed up in 12 months' time.
Themes
Findings reported in this paper focus predominantly on the assessment and diagnosis process, and expectations of prescribed medication. In relation to these, four cross-cutting themes emerged. First, individuals sought a diagnosis, with the belief that timeliness was important. Secondly, a prolonged diagnostic process may have negative consequences for the person with suspected dementia or their carer. Thirdly, the setting of assessments could shape perceptions of dementia syndrome. Finally, communication between patients, carers, and professionals was not necessarily a dialogue.
Belief in timeliness
Participants suggested that they were attempting to get to a diagnosis because they believed that catching the disorder early was crucial to receiving treatment for it. Some indicated that this was a result of media messages:
'We're still waiting for something to happen. Because they reckon early diagnosis don't they and then they can do something and try and hold it if that is the case. Give you something to slow it up a bit. But we're still waiting.' (carer: S4-17.2) Assessment delays matter The diagnostic process was described by some as moving slowly along, with significant delay between appointments. However, participants reported having had little expectation of what they were waiting for, and the intervals between appointments for results and explanations were seen by some as burdensome:
'I have no idea how long the process will take ... because we don't know, what the waiting times for these things [are] ... so I don't know, we just wait ... that's why they call us patients isn't it?' (carer: S4-1.1) Such delays in the assessment process matter, because it is possible for assumptions to be made during the waiting time; some believed it meant that a diagnosis could not be confirmed. One person with memory problems talked about the disappointment in the system this evoked:
'It took a long time to get ... well not a long time to get on the waiting list, you were told ... they done their own examination and what have you, I don't know exactly what they look for. It took 13 weeks to get through. I wouldn't be telling lies if I wasn't disappointed, perhaps I was anticipating to get through a lot quicker but it went on for a long time.' (individual with memory problem [IwMP]: S2-8)
Uncertainty about the diagnosis and how to respond to it was not resolved -and, in some cases, was exacerbated -by the passage of time: 'It's just the not knowing if it is something that's wrong with you, or if it is just forgetfulness.' (IwMP: S4-8.1)
Settings matter
Some participants with dementia, and carers, appeared to find the settings of some memory clinics distressing.
Conclusions may be drawn from the setting of the diagnostic assessment, as in the case of individuals who learned their diagnosis in a day hospital for individuals with dementia:
'I think the down side of going to the X [day centre] is seeing all of these very old ... probably the same age as me ... because I am old ... but seeing these disabled people and think "oh God is that, you know, going to be the future?" It's a bit sort of ... bringing reality up a little bit close, I think.' (carer: S2-9)
Communication matters
what information they might need. Some felt that they had not received adequate information, while others felt their concerns and questions had been disregarded: 'Well, they haven't told me anything, nothing at all. One lady she came with papers, but that was all. I used to speak to the doctor but he said "no you are okay, okay all the time", and so [shrugs]. Well, if there's nothing I can do about it, why bother to know?' (IwMP:S1-3) Support offered tended to be generic rather than a person-centred response to concerns: 'The thing is I was told that I should get some sort of papers signed, erm, but as I said, somebody said go to the website and download it, I haven't really done that, I mean I emailed her back, the lady who told me to do this in the first place, you know from what's it place, and just said "What exactly do you want me to do? Which form?" you know, and I haven't had access to it since then.' (carer: S1-3) Such missed opportunities may mean that professionals are unaware of an individual's apprehensions about their situation or medication:
'My next question is when I actually go on [date] because I don't actually know much about the drug, somebody said, "oh you want to be careful because some drugs are experimental" and blah and blah, so I want to make sure, I don't want any experiment ... I know it might sound awful but I don't want any experimental drugs. I want a drug that's sort of been tested and proven, I 
Strengths and limitations
All qualitative analysis is a process of interpretation, and it is recognised that this can compromise the totality of the qualitative data. 39 However, the trustworthiness of the data and the analysis of it depend on the credibility of findings and interpretations to others with experience of the topic, the dependability of the research (in terms of the depth of description of methods, and peer analysis of data), and the transferability of the findings to other settings. 40 Conducting interviews in participants' own homes had the added advantage of this being a familiar place for participants to talk candidly. In some cases, it enabled participants to show letters and appointment cards that were within easy reach, to the researcher.
Comparison with existing literature
To the best of the authors' knowledge, this is the first UK in-depth study of patient and carer perceptions of the assessment and diagnostic process in dementia since the introduction of cholinesterase inhibitors gave fresh impetus to diagnosis. The average age of the study sample mirrors that of recent studies in this area. 41 Implications for practice The findings of this study identify a model of care that could help practitioners support patients through the dementia diagnosis process in three ways: (1) GPs may be more able to provide tailored support to individuals and families at this uncertain time if they are better informed about the diagnostic 'journey' from the insights of those who have undertaken it; (2) expectations about the benefits of early diagnosis should be explored, because they may not be realistic (exploration should also cover expectations of medication, which may over-or underestimate its efficacy); (3) explaining the diagnostic process and reasons for possible delays in it may reduce uncertainty and avert misunderstandings. The lack of dialogue between patients and specialists may also mean that doctors and other practitioners undertaking memory assessments need further training in communication skills. Alternatively, some of the problems of communication might be mitigated by situating memory assessment services in primary care settings that are familiar to individuals and their carers. [42] [43] [44] Policymakers and commissioners need to understand the diagnostic 'journey', which could inform any refreshing or evaluation of the National Dementia Strategy. Policymakers should act cautiously in giving the impression that rapid diagnosis is always possible or desirable. The settings in which the diagnostic process is carried out need to be considered, as policymakers accept, 15 and more time may be needed to address individual needs for information, 43 and to tailor advice in this process of 'reflection and adaptation', when immediate reactions to the diagnosis may have had a chance to evolve. 3 The quality standard for dementia promoted by NICE advises that 'local data collection' will be the means to ensure that its quality standards around information and personalised support are being met. 45 Commissioners who are seeking to evaluate the quality of memory assessment services will need to capture these insights, and could usefully focus on the duration of the assessment, the settings in which diagnostic assessments are carried out, and the methods of post-diagnostic counselling that are used. Policymakers have been prescriptive about the need for early diagnosis, 13, 14 but commissioners may wish to endorse this as 'timely' and to see all such quality standards as interconnected and important.
While the diagnosis of dementia will be made most often by specialists in memory assessment services, GPs may need to support their patients through a process that can be hazardous for them. Doctors who view dementia in a psychological and social context may be better placed to appreciate and modify the expectations and fears of their patients making the transition from being forgetful to having dementia. 
